I[NTRODUCTION]{.smallcaps} {#sec1-1}
==========================

Multiple sclerosis (MS) affects more than 2.5 million people worldwide,\[[@ref1]\] and around 60,000 people in Iran currently live with the disease.\[[@ref2]\] MS is a complex disease with variable presentation and an unpredictable prognosis and time course.\[[@ref3]\] However, following the first clinical episode of MS, 80% of patients experience a relapsing remitting type of MS. Therefore, after the first hospitalization for diagnosis of MS, patients usually experience hospitalization several times due to repeated attacks of the disease.\[[@ref4]\] On average, 42% of MS patients, after a 20-year period, enter the secondary progressive phase. Over time, around 65% of patients with MS enter the secondary progressive phase\[[@ref5]\] and certainly experience hospitalization several times.\[[@ref6]\] Two-thirds of diagnoses of MS occur between the ages of 20 and 40,\[[@ref7]\] and this early onset, the high disability, frequent hospitalizations and the costs associated them, and treatment have an impact on individuals, families, the healthcare system, and society.\[[@ref8]\] Over a 6-month period, the average overall cost for a patient with MS is £8397, much of which is related to the cost of hospitalization.\[[@ref9]\] About one-quarter of people with MS need comprehensive long-term care during the course of their disease, including a continuum of rehabilitative, therapeutic, and supportive care, and hospitalization.\[[@ref10]\] Patients with MS have significantly higher rates of contacts with the healthcare system, which includes all healthcare sectors: General practice, outpatient clinics, and in-hospital services;\[[@ref4]\] therefore, it is vital for those involved in care and treatment to know what characteristics does high-quality care encompass -- not just the technical features but also in terms of the experiences of patients.\[[@ref6]\] Health professionals can better serve patients when they recognize the patients' personal experiences of their illnesses and when they heed the particular concerns and possible impacts of the hospital setting on the patients' chronic conditions.\[[@ref11]\] Not only the physical symptoms associated with MS, but also psychological (depression, anxiety, etc.) and cognitive (memory impairment, impaired learning and concentration) disorders have a high prevalence in patients.\[[@ref9]\] Also, the view of the society toward MS is quite different from that of other chronic diseases; in fact, MS is associated with inappropriate social label.\[[@ref4]\] These problems may affect the mental ability and rational inferences and reasoning of patients. These issues are less common in other chronic diseases; therefore, the patients' experiences when interacting with others (family, healthcare professionals, etc.) and the surrounding environment will be different. Certainly, being aware of the patients' experiences about hospitalization will affect the quality of care of healthcare professionals.\[[@ref4][@ref9]\] The patients' experiences of hospitalization can provide nurses with a deeper understanding and knowledge of the work that they should do.\[[@ref11]\] The effects of high cost and problems of hospitalization on patients and families make caregivers and therapists to care for patients based on their needs and with high quality.\[[@ref11][@ref12]\] Chou *et al*., Ekdahl *et al*., and Andenes *et al*. have pointed out in their reports that certainly, providing efficient and high-quality care by healthcare professionals is not possible unless the experiences of patients about their hospitalization are taken into consideration.\[[@ref12][@ref13][@ref14]\] The study conducted by Hughes *et al*. revealed that for many patients and families, one of the most frightening features of the experience of chronic illness was being hospitalized.\[[@ref15]\] According to the studies of Koenig *et al*., Siemens, and Ekdahl *et al*., care at hospital did not seem to be planned for patients with chronic disease, and exploring the experiences of patients and their families of care and hospitalization is necessary to design a comprehensive care model for the chronic patients at hospital.\[[@ref11][@ref12][@ref16]\] Hospital care professionals have to pay more attention to patients' experiences to promote their competencies in caring for them with high quality in the hospital. People with MS are a very important group of patients to focus on, due to their rising number and rising economic impact on healthcare costs, and owing to the challenge of adjusting the hospital care system to meet the needs of these patients. Little is known about the experiences of MS patients in their care, who face expanded disabilities and different symptoms during hospitalization.\[[@ref17]\] This study will contribute to research in this area. The aim of the present study is to explore the experiences of hospitalization among the MS patients. No studies have been was done to explore the MS patients' experiences of hospitalization in Iran. So, it seemed not only valuable, but also critical to investigate the hospitalization experiences of patients with MS within the Iranian cultural context. A decision was made to conduct a qualitative study regarding the most suitable method\[[@ref18]\] for determining the deepening perception of MS patients' experiences of hospitalization.

M[ATERIALS AND]{.smallcaps} M[ETHODS]{.smallcaps} {#sec1-2}
=================================================

Design {#sec2-1}
------

A qualitative study with a content analysis approach was used to investigate MS patients' experience of hospitalization. Qualitative research aims to explore the complex phenomena that are encountered by clinicians, healthcare providers, policy-makers, and consumers in the healthcare system.\[[@ref19]\] It can be an important tool in understanding the emotions and perceptions, while health policies can be developed through this type of research.\[[@ref20]\] Content analysis is a research method for making replicable and valid inferences from data to their context, with the purpose of providing knowledge, new insights, a representation of facts, and a practical guide to action.\[[@ref21]\] It should be mentioned that qualitative studies of patients' perspectives would be needed to identify the needs and feelings behind identity formation during their hospitalization. In nursing research, content analysis is an essential way to provide evidence of a phenomenon, while qualitative research is considered to be the only way for the same purpose, especially in sensitive topics.\[[@ref21]\] Content analysis is a systematic coding and categorizing approach that can be used to explore unobtrusively a large amount of textual information in order to ascertain the trends and patterns of communication.\[[@ref22]\] This is perhaps the most common approach used in the qualitative research that has been reported in health journals. It aims to present the key elements of the respondents' accounts. It is a useful approach for answering questions about the salient issues for particular groups of respondents or for identifying the typical responses.\[[@ref23]\] According to the above, a decision was made to conduct a qualitative study with a content analysis approach for understanding the emotions and perceptions of MS patients about hospitalization as a complicated phenomenon (Polit and Beck 2008).\[[@ref18]\]

Participants {#sec2-2}
------------

The participants in this study were 25 patients (18 females and 7 males) who had been suffering from MS for 4-18 years. They were selected by an objective sampling method from the neurologic centers of hospitals and the MS associations of Isfahan and Tehran (Iran). The inclusion criteria were patients having a history of diagnosed MS, history of hospitalization due to MS ≥ 2, no problem in hearing and speaking, willingness to share experiences, and those with no history of other pathological or chronic diseases. The researchers tried to include participants of different ages, sexes, duration of having MS, and frequency of hospitalization to help transferability of findings.

Ethical considerations {#sec2-3}
----------------------

The ethics committee of the University of Social Welfare and Rehabilitation Sciences approved the research proposal. Participants were asked to sign an informed consent before their inclusion in the study. They were reassured of the confidentiality and anonymity of the study; they were told that the participation was voluntary and they could refuse to participate or withdraw from the study without any penalty. Moreover, participants were reassured that their responses would be kept confidential and their identities would be protected and not published in research reports or in the published findings.

Data collection {#sec2-4}
---------------

The data were collected through unstructured interviews from September 2011 to August 2012. Each interview lasted 40-80 min. The place of the interview was selected according to the participants' wishes. Each participant was interviewed one or two times. The initially developed interview guide consisted of a number of open-ended questions, for example, "Would you please explain your most recent hospitalization for me?" "How was hospitalization for you?" Participants were encouraged to speak openly and relate their personal experiences of hospitalization. As part of the data collection process, field notes were also used. Data gathering continued to the level of saturation. Data saturation occurred when a code or new category did not emerge from data analysis.\[[@ref19]\] In this study, a saturation point was reached when no new data or category emerged following the interview with the 21^st^ participant.

Data analysis {#sec2-5}
-------------

The interview texts were analyzed by using qualitative content analysis in accordance with Granehim and Lundman.\[[@ref24]\] In this way, the recorded interviews were transcribed verbatim, and then reviewed several times in order to obtain a sense of the whole. The first author subsequently extracted units of analysis. The text was divided into condensed meaning units that were abstracted and labeled with a code. After that, the various codes were compared based on the differences and similarities, and sorted into categories and subcategories which made up the manifest content. The tentative categories were discussed by three researchers and revised. Finally, the underlying meaning, or the latent content of the categories, was formulated into themes. The following steps were followed to analyze the data\[[@ref24]\]:

Transcribing the interviews verbatim and reading through them several times to obtain a more complete sense of the wholeDividing the text into meaning units that were condensedAbstracting the condensed meaning units and labeling with codesSorting the codes into subcategories and categories based on comparisons regarding their similarities and differencesFormulating themes as the expression of the latent content of the text.

Validity and reliability/rigor {#sec2-6}
------------------------------

Validation of emerging codes and categories in subsequent interviews was done along with debriefing by two supervisors. The conformability and credibility of the findings underwent verification through member checking, peer checking, and maximum sampling variation in terms of age, sex, education, and so on. To create inter-transcript reliability, two experts conducted the second reviewing process. About 70% of the transcripts underwent revision to the point at which the study team expressed strong agreement. To reach a conclusive decision, disagreements underwent modification through discussion.

R[ESULTS]{.smallcaps} {#sec1-3}
=====================

Participants in this study were 25 patients with the following profile: 18 women and 7 men, with a mean age of 32 years and mean of 10 years experience of disease; 2 patients with Master\'s degree of education, 6 with Bachelor\'s degree, 4 with Associate degree, 8 with diploma, and 5 had under diploma education; 17 patients were married and 8 patients were single. All participants were Muslims and had a history of hospitalization due to MS ≥ 2.

During the data analysis, 4 main themes and 11 subthemes emerged from hospitalization experienced by patients with MS \[[Table 1](#T1){ref-type="table"}\].

###### 

Hospitalization experiences by patients with MS

![](IJNMR-19-255-g001)

Religiosity {#sec2-7}
-----------

Religiosity, in its broadest sense, is a comprehensive sociological term used to refer to the numerous aspects of religious activity, dedication, and belief.\[[@ref25]\] This theme was composed of two subthemes: faith in God and resort to vows and prayers.

### Faith in God {#sec3-1}

Participants considered faith in God as an effective factor in comfort during hospitalization:

P19: "*In difficult times of hospitalization, I trusted God and begged him to let my eyes recover*." (Female aged 47).

### Resort to vows and prayers {#sec3-2}

Most participants had told their families to bring them prayer books and had vowed to get rid of the disease and the hospital.

P8: "*I constantly recite prayers I had vowed to sacrifice a sheep for orphans if I was discharged from hospital soon and on my feet*." (Female aged 30).

Emotional reactions {#sec2-8}
-------------------

Everyone\'s initial reaction on being diagnosed with MS is different -- whatever he/she is experiencing, whether it\'s shock, fear, denial, anxiety, or anger (or some combination of all of these) -- but these reactions are normal, and patients and their caregivers would re-experience some variation of them whenever MS brings new symptoms and challenges into their life.\[[@ref23]\]

### Fear and dread {#sec3-3}

Some of the participants had experienced hospitalization as a horrible period.

P1: "*When I was in hospital, it was the worst day of my life. I was afraid of everything -- paralysis, staying in hospital, other patients screaming, etc*." (Female aged 36).

### Anger {#sec3-4}

Some participants were aggressive and anxious in their first experience of hospitalization, but in the subsequent times, this feeling became less.

P5: "*During hospitalization, especially the first time, I was very angry toward myself, my family, and medical staff. I couldn't stand anyone, and I lost my temper quickly, in just a few short minutes.*" (Male aged 26).

### Anxiety {#sec3-5}

Participants had experienced considerable concerns such as lack of improvement or worsening, hospital costs, and the loneliness of their children. However, women were more concerned about the children.

P12: "*I was very concerned about the hospital costs. You would not believe that I was so anxious about the costs that I did not think about anything else.*" (Male aged 35).

P8: "*In the hospital, I was always worried about my 6-month-old daughter. She needed milk and my love. I was worried that she might become sick*." (Female aged 30).

P7: "*I was worried that I would not be able to walk anymore, I was afraid of losing my sight forever. It was a very bad time!*" (Female aged 31).

Seeking support {#sec2-9}
---------------

Participants experienced the need for emotional and physical support from family, friends, and healthcare professionals.

### Seeking emotional support {#sec3-6}

Participants looked for emotional support from nurses, doctors, and family during hospitalization. In their opinion, empathy and compassion, ensuring and giving hope, good behavior, listening well, honesty, establishing eye contact, and respectful approaches were some of the most important supportive behaviors expected from nurses and doctors.

P8: "*One day when I was crying, a nurse held my hand for a few minutes and stayed with me. She listened to me, I needed sympathy, empathy, and reassurance; she gave all these things to me*." (Female aged 30).

P11: "*It was so good that during the rough times of my hospitalization, the nurses gave me hope for the future*." (Female aged 24).

P10: "*As soon as my mother sat by my bedside, I felt the greatest sense of peace and confidence. In the hospital, I was so hungry for the kindness of my family*." (Female aged 29).

Based on the participants' experiences, it was revealed that doctors were not responsive to patients' emotional needs.

P5: "*When the doctor came over to me, he did not even look at me. I wanted him to listen to me or talk to me, but unfortunately he just explained the future of my disease so negatively*." (Male aged 26).

### Seeking physical support {#sec3-7}

A majority of the participants were hospitalized because of the numbness in limbs or eyesight problems. Actually, they were in great need of physical assistance of caregivers and families.

P6: "*In the hospital, I needed the help of nurses or my family for doing my personal tasks like going to toilet or dressing; my daughter and my husband stayed with me in turns and helped me, but most of nurses did not help.*" (Female aged 40).

### Seeking informational support {#sec3-8}

P17: "*Some nurses give necessary training in a pleasant way and it is so nice that there would always somebody that you could address your questions to, especially in the terrifying environment of the hospital!*" (Male aged 27).

Most participants were satisfied with the nurses' training, but they mentioned that they did not receive any education from doctors.

P7: "*Doctors did not teach me anything and just wrote down medication orders. I could not be certain about my medications because I did not know anything about them*." (Female aged 31)

### Seeking support through receiving high-quality care {#sec3-9}

Participants were willing to get high-quality care during hospitalization; they understood it as a kind of support from caregivers and therapists. But unfortunately, some of them did not receive proper care and believed that they were not supported by sufficient care at hospital.

P22: "I *wanted to go to the bathroom, so I called the nurse but she did not come. I did not have any companion; I had to go alone with numbness in my feet and serum in my hand. I had a severe fall*." (Female aged 42).

Researchers' observation was as follows

A young girl asked for help from the nurses because of incontinency. A middle-aged nurse came to her reluctantly, as she was scolding her. The young girl remained crying silently.

Feeling of being in a cage {#sec2-10}
--------------------------

Some participants have likened the hospital to being in a cage because in the hospital, they felt loneliness and captivity. Moreover, they were not allowed to leave the hospital.

P13: "*Being in the hospital was like being in a cage. Just injections and medication, I would have loved to go out in those spring days, see the flowers and breathe fresh air, but I had to stay in a cage alone*." (Male aged 32).

P10: "*15 days being in a bed with serum injected in my hand bored me; I did not feel like talking to anyone. I was like a bird in a cage, alone and captured.*" (Female aged 24).

D[ISCUSSION]{.smallcaps} {#sec1-4}
========================

Findings of this study share similarities and differences with other studies in terms of experiences of hospitalization of patients with MS and other chronic diseases. Similar to Hughes\'s (2004) study, in the present study also, the participants pointed to God and resorted to prayer during hospitalization.\[[@ref15]\] In the present study, patients' religious faith caused positive acceptance of hospitalization. Various researchers have suggested that religiosity is related to better adjustment to painful condition, such as being confronted with chronic disease and hospitalization.\[[@ref15][@ref16]\] Religiosity provided an avenue to view the illness experience differently. Considering the fact that most of the Iranian population (about 98%) is Muslim and that a religious culture is dominant, religious beliefs are expected to play an important role in daily life, especially in the face of a crisis.\[[@ref25]\] More than 80% of the studies have established that religion plays an important role in providing mental and physical health, especially the fact that religious beliefs and practices decrease the feeling of lack of control over chronic diseases and their frustrating treatments and hospitalization.\[[@ref26][@ref27]\] Similar to a study by Andenes *et al*., participants in this study experienced emotional reactions to hospitalization that included fear and dread, anger, and anxiety.\[[@ref14]\] Anger toward oneself, family, and healthcare personnel was a reaction that some of the participants showed at the hospital. In a study by Westbrook and Viney, 126 patients with chronic disease interviewed during hospitalization were found to be experiencing considerable emotional reactions. Multivariate analysis of variance indicated that patients experienced significantly more anxiety, fear, depression, and directly and indirectly expressed anger as well as positive feelings, and that they perceived themselves to be more helpless.\[[@ref28]\] Most participants in this study had experienced anxiety at the hospital; this concern was due to loneliness of the patient\'s husband and children at home, the high cost of medication and hospitalization, and also the anxiety of possible disability after discharge. Similarly, in the study of Boutin-Foster, many participants with coronary artery disease who had experience with prior hospitalizations described their previous experience as an emotionally stressful period filled with worry about who would care for their family in their absence.\[[@ref29]\] When social networks volunteered to take care of family members such as a child or a spouse, it was perceived as being helpful.\[[@ref4][@ref30]\] In this study, participants were seeking emotional, physical, informational, and caring support. They emphasized the emotional and physical support of their families, friends, and healthcare professionals during hospitalization. Studies of Siemens and Ekdahl *et al*. confirmed the finding that the patients with rheumatoid arthritis, diabetes, and other chronic diseases were constantly searching for physical and emotional support during hospitalization.\[[@ref11][@ref12]\] Siemens and Chou *et al*. reported that patients with rheumatoid arthritis and Parkinson\'s had mentioned that the more emotional and physical support they receive from family, friends, and healthcare professionals, the easier is the acceptance of painful conditions of hospitalization.\[[@ref11][@ref13]\] Participants emphasized that they needed attention, understanding, empathy, and sympathy to adapt to the daunting condition of hospital. Unfortunately, most participants in this study felt dissatisfaction with them, particularly doctors. This was cited as a cause for distrust of medical personnel, resulting in the number of participants insisting on being discharged earlier. Certainly, lack of confidence in the therapy and therapist will have irreversible consequences for the patient. According to Buecken *et al*., healthcare professionals can be an important resource of support. They could be good listeners and provide information, knowledge, sympathy, empathy, and encouragement for patients.\[[@ref10]\] Krokavcova *et al*. supposed that MS patients rely on the neurologists in a confidential relationship. The feeling of confidence in patients can significantly reduce the effects of stress experiences on their physical and psychological outcomes.\[[@ref31]\] Participants in this study often had expected to receive care and informational support from healthcare professionals, and knew them as being responsible for that support. Unfortunately, in some cases, participants had not received sufficient information from healthcare professionals, especially doctors. However, similar to the findings of Roebuck *et al*., patients after myocardial infarction (MI) expressed that they had limited understanding of their disease and medications and wanted to know more. Since lack of understanding generates concerns about the potential side effects of disease and medications, support from formal carers in terms of information is significant during hospitalization, also after discharge.\[[@ref32]\] Most participants were dissatisfied with the care at the hospital. Chou *et al*. explored the current practices and opinions regarding hospital management of Parkinson\'s disease (PD) patients in specialized PD centers. Their findings showed that most centers were not confident about the quality of PD-specific care provided to their patients when hospitalized.\[[@ref13]\] Most participants had experienced being in the hospital similar to being in a cage. They felt bored and lonely in the hospital. Lack of independence in activities at hospital, the unfamiliar hospital environment, being away from home and family, and having to stay at hospital, all affected the patients' perception of the hospital and made them think of it as dark, narrow, and cage-like. The methods in this study were used to improve the strength (rigor) of this study, but some limitations were inherent. The sample size was small, and the context was confined to a particular geographic location. To ensure the greatest benefit from healthcare expenditures and to provide good-quality health care, future research and medical education should focus on the challenges of adjusting the hospital care system to meet the needs of these patients.

C[ONCLUSION]{.smallcaps} {#sec1-5}
========================

The findings of this study revealed the reactions and needs experienced by patients with MS during hospitalization. Awareness of families and healthcare providers of the reactions of patients to hospitalization will help them to deal effectively with the patients and to improve relationships with them. Participants experienced the need for emotional support, the need for information about their treatment and medication, and the need for receiving high-quality care at hospital. Our findings revealed that patients had some expectations of families, doctors, and nurses that, perhaps, these people were not aware of. So, awareness of these experiences among the family members and, especially, care and treatment team will help them to design a comprehensive care model for MS patients during hospitalization.

Implications for practice {#sec2-11}
-------------------------

However, by engaging the patients' experiences, practitioners gain expertise and can join in the patient\'s health journey in a therapeutic way during the hospitalization period. Conceptualizing caring practice in this way constitutes an awareness of the therapeutic or healing value of understanding and being understood. We expect that the findings will give nurses and other healthcare professionals a deeper perception of how to care for patients with MS with high quality and help them to adapt to hospitalization. In addition, the findings can serve to create a framework for developing nursing care processes including informational and supporting programs for MS patients during hospitalization, while taking into consideration patients' needs and cultural backgrounds.
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